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United States 

General Accounting Office 

Washington, B.C. 20548 



Human Resources Division 

B-239731 

September G, 1990 

The Honorable George Miller 
Chairman, Select Committee 

on Children, Youth and Families 
House of Representatives 

The Honorable Major R. Owens 
Chairman, Subcommittee on 

Select Education 
Committee on Education and Labor 
House of Representatives 

Ag you requested m your August 25, 1988 letter, we reviewed the avail- 
ability and use of respite care services. You asked that we (1) provide 
information on the characteristics, nature, and availability of respite 
care services; (2) obtain respite care users' views about the services pro- 
vided; and (3) provide suggestions for improving respite care services 
and enhancing the federal role. 

On April 6, 1989, we testified on the preliminary results of our review 
before the House Subcommittee on Select Education.^ We stated that 
various definitions of respite care were in use and that little research 
had been directed at i.ieasuring the effects of respite care services, such 
as its impact on reducing child abuse and neglect. To improve the evalu- 
ation of respite care programs, we suggested that programs should begiii 
collecting data ou services provided, families served, and costs. On 
October 25, 1989, pertinent legislation, the Children With Disabilities 
Temporary Care Reauthorization Act of 1989 (P.L. 101-127), was 
enacted. It reauthorized federal respite care demonstration grants and 
required that programs begin gathering more specific data as a step 
toward evaluating the effects of respite care programs. In commenting 
on a draft of this report, HHS indicated that by 1992 its evaluation of 
respite care services would be enhanced as a result of this legislation 
and other data it is collecting. 

This report provides the final results of our review. As agreed with your 
offices, we focused on respite care services that provide temporary 
relief to family members and other caretakers of children who may be at 
risk or abuse or neglect. This includes children who are mentally 
retarded, behaviorally disturbed, physically disabled, oi chronically or 
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terminally ill. Nearly 2.2 million children were reported as victims of 
abuse or neglect in 1988, according to a 1989 sti^dy by the House Select 
Committee on Children, Youth and Families. Also, as reported in a 1989 
Department of Education report to the Congress, about 1.1 million chil- 
dren were classified as mentally retarded by school special education 
units in school year 1987-88. To obtain the information you requested, 
we sent questionnaires to program officials i*i 25 stat'^s; conducted 
group inten^iews with state program officials, service providers, and 
parents; and interviewed federal and state government and national 
organization officials responsible for respite care programs and other 
experts. Our work was conducted between February 1989 and February 
1990. Additional details on the scope and methodology of our review are 
provided in appendix I. 



Results in Brief Respite care is a relatively new and evolving social service. Programs 

offering respite care sernces are administered and funded by state 
agencies, national organizations, and federal departments and agencies. 
Because information on respite care is limited, we were unable to 
account for all programs and funding provided for it. However, this 
report presents the information that we were aMe to obtain on respite 
care sen ices. 



In fiscal year 1988, the 25 states we surveyed funded 111 respite care 
programs. We also identified six national organizations, including the 
Easter Seal Society and United Cerebral Palsy Association, that provide 
respite care services through 279 of their local chapters in 221 cities of 
44 states and the District of Columbia. Although several federal depart- 
ments and agencies are involveri in respite care, the federal govern- 
ment's principal effort consists of awards by the Department of Health 
and Human Services (hhs), amounting to about $9.7 million for demon- 
stration grants in fiscal years 1988 and 1989. 

While litUe evidence is available on the efficacy of respite care, ust*rs 
have found the services beneficial in giving them more time to attend to 
other family and daily-living activities. State program officials, service 
providen;, and parents who participated in our group discussions 
believe that the demand for respite care exceeds the supply available. 
They sug{gestcd improving respite care services by increasing the 
amount of information and publicity about available programs, training 
more proxaders, and allowing programs to be tailored to individual fami- 
lies' specific needs. State officials and providers also offered several 
suggestions concerning the federal government's role in respite care. One 
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was to offer incentives, such as demonstration and matching grants, to 
the states to focus greater attention on respite care. 



Respite care provides temporary child care relief to family men-'ocrs and 
other caretakers of children who may be at risk of abuse or neglect. 
These include children who are mentally retarded, behaviorally dis- 
turbed, physically disabled, or chronically or terminally ill. Respite care 
also may be targeted to foster parents and unemployed parents. The 
purpose of respite care is to relieve stress temporarily and thus prevent 
child abuse and neglect and support family unity. Undue stress within a 
family, whether caused by the burdens of caring for a disabled child or 
such factors as financial worries, is strongly linked with child abuse. 
Abuse, neg^ ^ct, or a family's inability to cope with the disabled child 
may lead to the child's placement in an institution or foster care. Respite 
care seeks to support the family as a whole by p. iding a break for 
parents and a safe place for the child for a short period of time. 

Respite care has several characteristics. It is temporary and is directed 
at the parent or other caretaker — though the child's needs also may 
require a specially trained respite care provider. Respite care can be 
planned and act as a preventive service before a crisis is reached. It also 
can be an emergency service, such as a crisis nursery that specializes in 
providing short-term crisis care to abused and neglected t^Udren. 

As a recognized social service, respite care is relatively new. Like many 
social services, it originated at the grassroots level. The need for family 
support services such as respite care became apparent in the early 
1970s. It followed the movement to allow disabled persons, particularly 
children, to remain with their families instead of being placed in an 
institution. Crisis nurseries began at about the same time. 



State and local agencies, national organizations, and federal depart- 
ments and agencies fund respite care services. In the 25 states surveyed, 
the administration of respite care services entailed ai intricate web of 
intergovernmental and private entities, whose patterns of funding and 
operation differed from state to state. Services and operations also 
varied considerably among the different providers. 

Because program and funding information was not always available, we 
were unable to develop a complete account of all programs and funds 
provided for respite care within the 25 states surveyed. Also, some 
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States provided funds to chapters of national associations for respite 
care activities. Thus, the information presented below for the states, 
national orgar.izations, and federal departments and agencies may in 
some instances double-count the programs and fundri provided for res- 
pite care. 



Surveyed States Funded 
111 Respite Care Programs 



Respite care programs in the 25 states surveyed varied greatly in size 
and funding levels. In fiscal year 19G8, state agencies in these states 
funded 111 respite care programs that provided services locally. Expen- 
diture data were available for only 62; for these programs, states pro- 
vided about 91 percent of the $84 million funding in fiscal year 1988 
(see fig. 1). Individual program expenditures ranged from $3,000 to $15 
million. Appendix II provides additional details about the 111 programs 
by state. 



Figure 1: Funding Sources for 62 State- 
Funded Respite Care Programs (FY 1988) 



8% 

Federal 




The 111 state-funded programs offered a variety of respite care ser- 
vices, including temporary child care; personal care, such as bathing, 
dressing, and grooming; and companionfc.'hip services. Along with these 
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services, non-respite-care support services were provided, including 
family counseling, training for disabled children to function indepen- 
dently, and occupational/physical therapy. 

While eligibility criteria vary among the 111 state-funded programs, the 
child^s condition and age were overriding considerations in determining 
a family's eligibility for respite care services. Generally eligible were 
families with children who were developmentally disabled, mentally 
retarded, chronically or terminally ill, and behaviorally or emotionally 
disturbed. Almost all programs allowed families to receive respite care 
services from the time a child was bom to age 22. Some programs had 
no upper age limits for eligibility. Income generally was not an eligibility 
determinant; most programs provided services at no cost to the family. 
For the few statc'-fundefl programs that required payment for services, 
most fees were Ox^ a sliding scale, based on the families' ability to pay. 

Respite care services provided by rhe state-funded programs were 
offered in the parents' or caretakers' home and other locations outside 
the home. Out-of-home services sually were furnished in relatives' 
homes, licensed foster homes in which foster parents provided tempo- 
rary respite care services, or respite care group homes, in which both 
client and community provider lived while respite care services were 
provided. 

Additional summary information about the 111 state-funded respite 
care programs, such as the types of services provided, fee structures 
and provider eligibility or licensing requirements, are included in appen- 
dixes III through V. 



National Service 
Organizations Are 
Major Providers 



Many respite care programs are administered by national organiza- 
tions — private, nonprofit service associations and societies — that began 
providing such services in the 1970s. We identified six national organi- 
zations (see tabid 1) that provide respite care services through 279 local 
chapters located m 221 cities of 44 states and the District of Columbia. 
The national organizations did not have detailed information on the 
funds spent and number of families served i y their local chapters. 
Appendix VI identifies the states in which these organizations provide 
respite care services. 
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Table 1: National Organliationt 
Providing Reapita Car« Sarvlcta in 44 
States and the DiatH'i of Columbia 



Organization 


Local chapters 
providing 
respite care 


States 
covered 


Camp Fire 


90 


35 


Easter Seal Society 


37 


26 


National Council on Aging 


10 


8 


National Down Syndrome Society 


5 


3 


United Cerebral Palsy Association 


50 


21 


Visiting Nurses Association of America 


87 


29 


Total 


279 





Using different approaches, the national organizations variously pro- 
vide respite care services in the child's home, outside the hoipe, and 
through educational services. For example: 

• The National Down Syndrome Society brings together Down Syndrome 
children and host families who volunteer to care for the children one 
weekend every 6 weeks over a ^ -year period. The program also seeks to 
foster independence in the children and educates host families and com- 
munities about Down Syndrome. 

• The National Council on Aging's Family Friend Program matches older 
volunteers with chronically ill and disabled children. Once a week, the 
volunteers visit these children in their homes and provide psychological 
and social support to the children, parents, and other family members. 



Federal Involvement The federal governmeiit's involvement in respite care has been limited 

Limited mostly to demonstration programs funded by hhs. Under the Temporary 

Child Care for Handicapped Children and Crisis Nurseries Act of 1986, 
the Congress directed that HHS establish a demonstration program of 
grants to states. These grants are to help provide (1) temporary, non- 
medical child care to families having children with disabilities o: with 
chronic or terminal illnesses and (2) crisis nurseries for children who are 
abused and neglected, at high risk of abuse and neglect, or in familieii 
receiving child protective services. 

In fiscal years 1988 and 1989, hhs awarded about $9.7 million to 42 
states and Puerto Rico for 67 demonstration grants. About $4.^ million 
was awarded for 32 temporary handicapped child care grants and $5 
million for 35 crisis nursery grants. 

8 
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An example of a project funded by HHS is a $150 000 demonstration 
grant to the Missouri Department of Mental Healui. It finances the 
training of providers to perform in-home and out-of-home respite care 
services for 50 children. Missouri's Department of Mental Health 
expects to provide services to families with cfiildren who have multiple 
disabilities. These are families who most nc-ed relief from the stresses of 
giving primary care and are thought to have the smallest pool of prov- 
iders from which to choose. 

Anoth'^r project is a $150,000 demonstration grant to the Texas Depart- 
ment of Health to develop a state plan for providing respite care ser- 
vices for infants with special needs. The project's goals include 
implementing model respite care projects in rural Texas and coordi- 
nating state resoi irces to improve accessibility to respite care services. 

Recent legislation authorized additional funds to HHS for respite care 
demonstration projr 5. In October 1989, the Children With Disabilities 
Temporary Care Reauthorization Act authorized 020 million for fiscal 
year 1990 and an additional $20 million for fiscal year 1991 for tempo- 
rary child care and crisis nursery grants. The legislation stipulates that 
reports be submitted on project costs, family stability, incidence of 
abuse or neglect, services provided, and recipients' demographic data. 
About $8.3 million in grants are expected to be awarded in fiscal year 
1990 to fund up to 20 new demonstration projects and to extend some of 
the 67 previously funded projects. 

C*^her HHS programs have provided funds for respite care, such as Medi- 
Coid*s financing of home and community-bas(?d services for disabled 
individuals. However, we were unable to obtain information on the 
amount of funds provided. 

In addition to HHS, we identified several other federal departments and 
agencies that provide limited respite care services: 

• ACTION, an independent federal agency that administers volunteer ser- 
vice programs, provides respite care services through its Foster Grand- 
parent Program. Through 328 Icc^l programs, ACTION employs low- 
income elderly people to act as foster grandparents to special-needs chil- 
dren. The agency also has provided a $25,000 grant to the National 
Down Syndrome Society to help communities across the nation replicate 
the society's respite care program, as indicated on page 6. 

• In the Department of Defense, the Department of the Army has the most 
extensive formal program. The Army provides respite care services to 
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its personnel thrvrugh 232 p'-'ograms located on and outside its installa-' 
tions and 107 foster care programs in the United States and overseas. 
Although the Department of the Navy has no formal respite care pro- 
gram, Navy officials said that it has programs at six locations world- 
wide that together spend about $62,000 annually or respite care-related 
activities. The Air Force and Marine Ck)rps also have no formal pro- 
grams, but officials said that volunteers, community resources, and 
nonappropriated funds are used to support respite care functions. These 
services also use child development centers for respite care on an infre- 
quent basis. 

• The Department of Education has funded three grants, each for $30,000, 
t^ (1) perform a national survey of families on their knowledge of res- 
pite care, (2) develop materials for families on how to use and identify 
sources of /unds for respite care services, or develop informational 
products to enhance the supply and use of respite care services. In addi- 
tion, the Department of the Interior has a project that involves a hom^- 
maker providing respite care services to lamilies on an Indian 
reservation in Mississippi. 

No information was available on the amount of respite care funding or 
the number of families served for several of these federal programs. 
App^ ndix VII identifies the states in which federal grants for respite 
care navo been awarded since 1983. 



Families Find Respite 
Care Services 
Beneficial, but Limited 



Parents participating in our group discussions about respite care said 
that such services help reduce the stress associated with caring for their 
disabled children and permit them to perform othen routine daily family 
activities. For example, respite care sen ices give family members and 
other caretakers time to shop for gioceries, get to doctor appointments, 
and meet the normal needs of other siblings. Respite care also gives par- 
ents time to spend with each other or attend special events, such as 
family weddings and graduation ceremonies. Some families said that 
they rely on respite care providers to care for older disabled children 
whose size, weight, and physical development make them more difficult 
to ca^'e for man younger children. 

State program officials, local providers, and respite care users expressed 
views that the demand for respite care services exceeds the supply 
available. As noted in our testimony, little information is available on 
the numbers of families being served or needing respite care services. 
Thus, we were unable to measure the demand for such services. How- 
ever, information provided by state program officials provides some 
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indications that the demand for respite care services exceeds the avail- 
able supply. For example, 40 state-funded programs had identified 
about 3,700 families on waiting lists maintained during fiscal year ^ 988. 
(Sixty-nine programs did not maintain waiting lists, and two did not 
indicate that they had such lists.) In addition, 77 programs had referred 
families to other social programs for respite care services because the 
families had requested more services than were available or the number 
of families and other caretakers requesting services exceeded those 
available. (The remaining 34 programs either did not refer families or 
did not indicate if they made referrals.) 



Participants in our group discussions made several suggestions for 
improving respite care services, including increasing the infonnation 
and publicity about available services, training more providers, and 
maintaining flexible programs. They also believe that the fed<jral gov- 
ernment's role could be enhanced by offering states incentives, such as 
demonstration and matching grants, to focu greater attention on respite 
care. 



Respite care users believe and state officials agree th it more informa- 
tion about the availability of respite care services is n edcd. Family 
members participating in our group discussions said that information 
about and referrals for respi*:e care services are scarce and difficult to 
obtain. Program officials in one state indicated that no central entry 
point .or respite care services is available and that departments within 
the state are unaware of each other's respite care activities. 

We identified two state networks — the Texas Respite P ^source Network 
and the Nebrar,ka Resource Referral System — that make respite care 
information available to families as well as to local agencies. The Texas 
network is an information clearinghouse and also provides technical 
a*^S'stance to parents, agencies, and programs throughout the United 
States. Nebraska has a state computerized system of information and 
referral services with emphasis on children with special needs. 



Train More Providers ^ ^^^^ specialized training of respite care providers was expressed 

by parents using respite care services, especially parents of viisabled 
children. They had difficulty finding respite care providers trained to 
care for children who have severe emotional problems, are medically 
fragile, or are dependent on technical medj :al equipment. The parents 
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sugg:)Sted that the states be responsible for recruiting and training pre 
iders for children vvith these disabilities. Local providers of respite care 
also commented on the need for more trained providers to deal with the 
special needs of disabled children. 



Maintain Flexible Participants in our group discussions said that respite care services need 

Programs ^ tailored to individual familiC3. Families should be able to select the 

provider and determine the level of care and kinds of services needed, 
participants asserted. For example, a Michigan program offers cash sub- 
sidies to families that permit them to find their own provider and deter- 
mine their own level of services. A Connecticut state program official 
said that families should be given funds and permitted to purchase their 
own services. 



Enhance Federal Role State respite care offi( lals and local providers offered several sugges- 

tions for the federal government's role in respite care. Several said that 
the federal government should offer states incentives, such as demon- 
stration or matching grants or some type of reimbursable financial 
arrangements, to focus greater attention on respite care. Some believed, 
however, that to have the most positive effects on families, such incen- 
tives should encomp?3s more than respite care. A focus on the whole 
spectrum of family support services, sucn as day care and recreational 
services, was suggested. State officials suggested that if more federal 
money is made available, it be used for such activities as outreach 
efforts or recruiting and training providers to care for children with spe- 
cial medical needs or emotional disorders. A state official and several 
local providers expressed concern that the federal government not regu- 
late or establish standards for respite care. 



HVS agreed with the information we gathered on respite care sei^vices 
and with the suggestions made by respif^ u^crs, providers, and state 
officials for improving respite care services. It believed, however, that 
additional data on such services were needed before public policy is 
formulated. 



As arranged with your office, unless you publicly announce its contents 
earlier, we plan no further distribution of this report until 30 days from 
the date of this letter. At that time, we will send copies to the Secretary 
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of Health* and Human Services, the Director of the Office of Management 
and Budget, and other interested parties. 

Please contact Mr. Gregory J. McDonald on (202) 275-5365, if you or 
your staff have any questions concerning this report. Other msyor con- 
tributors to this report are listed in appendix IX. 




Lawrence H. Thompson 
Assistant Comptroller General 
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Objectives ^^^^ chairman of the House Select Committee on Children, Youth, and 

Familias and the Chairman of the House Subcommittee on Select Educa- 
tion of the Conunittee on Education and Labor asked us to review the 
availability and use of respite care s**rvices. As agreed with the 
Chairmen's offices, we obtained information on the following: 

• The availability and nature of respite care programs in the United 
States and characteristics of families eligible to receive such services; 

• How families use respite care services, what difference these seivices 
m?ke in their lives, and how families cope without such services; and 

• Views of program officials, service providers, and users on enhancing 
the federal government's role in respite care and how existing services 
could be improved. 



SC0P6 and obtain the requested information, we (1) sent a questionnaire to state 

Mf^i ' riHnI na\T ^^^^ program officials in 25 states; (2) conducted group discus- 

IVlt^txtUUUlUgy sicns with selected state officials, local providers, and family members; 

(3) interviewed officials of and obtained data from federal departments 
and agencies and national, private, nonprofit service associations and 
societies; and (4) reviewed the literature on respite care. Our work was 
performed from February 1989 through February 1990. 

The 25 states to which we sent a questionnaire to learn more about state 
respite care programs were selected on the basis of the number of handi- 
capped r^hildren that states reported during school year 1987-88 (see 
app. 11.). Tiiese states account for about 80 percent of such children. 
Some of the states also had high rates of child abuse in calendar year 
1986. Through our questionnaire (see app. V), we obtained the following 
infomation about respite care activities in the 25 states surveyed: 
(1) background data on the states' respite care program, (2) types of 
respite care services and delivery settings, (3) eligibility criteria for 
receiving services, (4) client costs for services, (£"> provider eligibility or 
licensing requirements and monitoring, (6) fundi-^.^ sources, and 
(7) characteristics of people served. We did not independently verify the 
data provided. 

We conducted five group interviews: one with state respite care program 
officials, two with local respite care providers, and two with Detroit 
family members. Th^ latter had used »-espite care serViCes or were on 
waiting lists for them. During the ses...ons, we asked for the groups' 
views on a number of respite care issues. State officials were queried as 
to their ability to meet respite care needs in their state and the need ^or 
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Objectives, Scope, and Methodology 



a federal lOle in respite care. Local providers discussed the availability 
and use of respite care services, families' satisfaction, with respite care 
services, the impact of respite care on families and other caretakers, and 
the federal role in respite care. Family members focused on their need 
for respite care services, the availability of such services, and their sat- 
isfaction with respite care services. 

To identify respite care activities, we interviewed officials of and 
obtained information from selected federal departments and agencies 
and national organizations. The federal departments and agencies 
included in our review were the Departments of Defense, Education, 
HHS, and the Interior, and ACTION. We also contacted 21 national orga- 
nizations that were primarily associated with health and handicapped 
activities to determine their involvement in respite care. Six of these 
national organizations identified local chapters or affiliates that have 
respite care activities (see app. VI). 

In addition, we conducted extensive literature searches to identify data 
on respite care activities and its impact on reducing stress and abating 
child abuse and neglect. We also asked state questionnaire respondents 
to identify and furnish us any studies on respite care effectiveness. 
Finally, we interviewed respite care experts to obtain their insights on 
respite care. 
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Characteristics of 111 State-Funded Respite 
Care Programs, by State (1988) 



State/typ€' of 
administering agency 



Alabama 



Human resources 



Mental health/ mental retardation 



Rehabilitation and crippled children 
Arkansas 

Developmental disabilities 



Human services 
California 



Developmental services 
Education 



Health services 



Colorado 



De/elopmental disabilities 



Social services 



Connecticut 



Child protection 



Children and youth 

Education suppo rt 
Family support 
Health services 



Mental retaidation 



Florida 



Developmental services 
Health and rehabilitation 



Medicaid 



Year 
begun 



Statewide 
services 



1935 



Yes 



1988 



No 



1985 



No 



1976 



Yes 



1988 



Yes 



1980 



No 



1979 
^1983 



Yes 



1978 



1984 



1985 



1984 



1981 



1988 



1980 



1979 



1986 



1986 



1974 



1986 



1982 



1980 



1988 



1983 



1960 



1973 



1988 
1987 
1983 
"l982 



Yes 



Yes 



Yes 



No 



Yes 



No 



No 



No 



No 



No 



No 



No 



No 



Yes 



Yes 



Yes 



Yes 



Target 
group 
coverage 



Total 
funding 



Families 
served 



ab 



Broad^ 



$21 .760 
T750,000 



550 



Broad 



Broad 



Broad 



Broad 



15.21 876 



1.719.000 



Broad 



260,711 



Broad 



Broad 



85.743 



590.000 



19 



Broad 



104,000 



29.085 



109,634 



24 



Broad 



41,789 



39.2A0 



210 



B;oad 



596.750 



443 



Broad 



Broad 



979 



Yes 



200 



Yes 



Broad 



No 

~No" 
No 

~Yes~ 



Broad 
Broad 



Broad 



57.709 



318,692 
8.514 



35 



203 



Services 



In- 
home 



Out-of- 
home 



Yes 



Yes 



No 



Yes 



Yes 



Yes 



Yes 



No 



Yes 



Yes 



Yes 



No 



Yes 



Yes 
Y^ 
No 



Yes 



Yes 



No 



No 



_Yes 
Yes 



Yes 



Yes 



Yes 



Yfes 
Te's 



No 



Yes 



Yes 



Yes 



No 



Yes 



No 



Yes 



No 



Yes 



No 



Yes 



Yes 



Yes 



Yes 



Yes 



Yes 



Yes 
Tes 



No 



Yes 



Yes 



Yes 
No 
No 
Yes 



Yes 
_Yes 
~Yes 
Yes 
Yes 
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Chjuracte.lstics 111 Sute-Funded Respite 
Care Programs^ by SUte (1988) 









target 
group 
coverage 






Services 


State/type of 
administering agency 


Year 
begun 


Statewide 
services 


Total 
funding 


Families 
served 


In- 
home 


Out-of- 
home 


Illinois 


Child/family services 


1987 


Yes 


ab 


c 


c 


Yes 


Yes 




1964 


Yes 


a 


4.491.400 


c 


Yes 


Yes 


Crippled children 


1985 


Yes 


Broad 


c 


c 


Yes 


No 


Mental health/ developmental disabilities 


1980 


No 


Broad 


4.205.692 


3.350 


Yes 


Yes 


Rehabilitation services 


1980 


Yes 


Broad 


145.000 


177 


Yes 


No 




1979 


Yes 


h 


c 


c 


Yes 


No 


Indiana 


Human servic3S 


1987 


No 


a 


142.875 


c 


No 


Yes 


Mental health 


1981 


Yes 


Broad 


1.189.356 


1.100 


Yes 


Yes 


Publi*: welfare 


1980 


Yes 


Broad 


• '697 


c 


Yes 


Yes 


Iowa 


Hums • services 


1987 


No 


h 


c 


c 


Yes 


No 




1984 


Yes 


Broad 


3.504 


c 


No 


Yes 


Kentucky 


Human resource*^ 


1983 


Yes 


Broad 


604.312 


565 


Yes 


Yes 


Mental health/ mental retardation 


1980 


Yes 




955.078 


c 


Yes 


Yes 


Medical services 


1987 


Yes 


h 


325.824 


592 


Yes 


Yes 


Social services 


1988 


Yes 


b 


c 


c 


Yes 


Yes 




1988 


No 


Broad 


c 


c 


Yes 


No 




1985 


Yes 


Broad 


c 


c 


Yes 


Yes 


Louisiana 


Community services 


1988 


Yes 


bh 


6.063 


c 


No 


Yes 




1986 


No 


0 


24.300 


75 


Yes 


Yes 




1984 


No 


Broad 


c 


c 


Yes 


No 




1980 


Yes 


Broad 


1.234.724 


904 


Yes 


Yes 


Mental retardation/ developmental disabilities 


1983 


Yes 


Broad 


c 


c 


Yes 


Yes 


Massachusetts 


Mental retardation 


1984 


Yes 




3.000.000 


c 


Yes 


Yes 




1979 


Yes 


Broad 


15.000,000 


10.000 


Yes 


Yes 


Pul:!ic health 


1976 


Yes 


f 


122.000 


288 


No 


Yes 




1975 


Yes 


i 


426.500 


205 


Yes 


No 


Public welfare 


1984 


Yes 




c 


c 


Yes 


Yes 


Michigan 


Developmental disabilities 


c 


Yes 


Broad 


c 


c 


Yes 


Yes 


Mental health 


1985 


Yes 


Broad 


334,569 


43 


Yes 


Yes 




1984 


Yes 


Broad 


c 


C 


Yes 


Yes 




1984 


Yes 


Broad 


c 


3.000 


Yes 


Yes 


Social services 


1988 


No 


Broad 


3.000 


c 


^'es 


Yes 
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Characterinics of i 11 SUU Faxu*ed fiespite 
Gtre Prognunt, by Sute (1988) 



Targot Srvicat 
State/type of Yaar Statawida group Total Fcmilias In- Out-of- 

administering agency bagun iarvlcat covaraga funding aarvad hom# homa 

Minnesota 



Developmental disabilities 


1984 


Yes 


Broad 


793.000 


c 


Yes 


Yes 


Human services 


1987 


No 


h 


c 


10 


Yes 


Yes 




1985 


Yes 


h 


9,?15 


c 


Yes 


Yes 




1976 


Yes 


Broad 


C 


c 


Yes 


Yes 


Missouri 


Mental health 


1985 


No 




3.000 


8 


Yes 


v.- 


Mental retardation/ developmental disabilities 


1975 


Yes 


B'-jad 


c 


c 


Yes 


Yf 


Social services 


1984 


:\io 


at) 


26.801 


68 


Yes 


Yes 


New Jersey 


Health 


1978 


Yes 


h 


280.000 


25 


Yes 


No 


Human services 


1984 


Yes 


h 


470.251 


c 


Yes 


No 




1983 


Yes 


d 


c 


c 


Uo 


Yes 


Developmental disabilities 


1980 


Yes 


h 


3.234.843 


c 


Yes 


Yes 


New York 


Health 


1986 


No 


Broad 


186.619 


88 


Yes 


No 


Mental health 


1982 


Yes 


dh 


330.500 


177 


Yes 


No 


Mental retardation/ developmental disabilities 


1985 


Yes 


Broad 


15.000,000 


13.000 


Yes 


Yes 


Social services 


1986 


Yes 


f h 


c 


c 


Yes 


No 


North Carolina 


Mental health/ mental retardation/ substance 
abuse services 


1988 


No 


h 


60.400 


■;8 


Yes 


Yes 




1975 


Yes 


Broad 


c 


c 


Yes 


Yes 


Human resources 


1983 


Yes 


Broad 


24.394 


49 


Yes 


Yes 




1983 


No 


Broad 


c 


c 


Yes 


Yes 




1981 


Yes 


Broad 


c 


150 


Yes 


Yes 


Ohio 


Community services 


1983 


Yes 


Broad 


2.849.970 


c 


Yes 


Yes 


Human services 


1986 


No 


a 


3.780 


19 


No 


Yes 




1985 


No 


a 


142.365 


257 


No 


Yes 




1983 


Yes 


Broad 


c 


C 


Yes 


Yes 


Mental health 


1988 


Yes 


ad 


c 


C 


Yes 


Yes 


Oklahoma 


Child welfare 


1970 


Yes 


Broad 


c 


c 


Yes 


Yes 


Health 


1987 


No 


Broad 


45.500 


150 


No 


Yes 


Human resources 


1985 


Yes 


Broad 


119.699 


205 


Yes 


Yes 


Mental health 


1986 


No 


Broad 


700.000 


200 


Yes 


Yes 


Social services 


1985 


Yes 


Broad 


84.000 


60 


No 


Yes 



(continued) 
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Characteristics of 1 1 1 Stote-Punded Respite 
Care Programs, by Sute (1988) 









Target 
group 
coverage 






Services 


State/type of 
administering agency 


Year 
begun 


Statewide 
services 


Tota' 
funding 


Families 
served 


(n- 

home 


Out-of- 
home 


Pennsylvania 


Kiental health 


1988 


No 




38.167 


c 


Yes 


Yes 




1986 


Yes 


a 


c 


c 


Yes 


Yes 


Mental retardation 


1973 


Ves 




3.626.228 


6.809 


Yes 


Yes 


Tennessee 


Mental health/ mental retardation 


1978 


No 


Broad 


71.921 


140 


Yes 


Yes 




c 


Yes 




130.000 


c 


Yes 


Yes 


Social services 


1987 


No 


a 


c 


11 


No 


Yes 




1985 


No 


ah 


10.000 


16 


No 


Yes 


Texas 


Human services 


1988 


No 


broad 


c 


4 




Yes 




1985 


No 


t 


101.292 


c 


Yes 


Yes 




1985 


Yes 


t 


100.712 


15 


Yes 


No 


Mental health/ mental retardation 


1988 


Yes 






25 


Yes 


Yes 




1985 


Yes 


Btoad 


c 


C 


Yes 


Yes 




1987 


No 


Broad 


c 


1.246 


Yes 


Yes 


Virginia 


Mental health/ mental retardation/ substance 

abuse services 1 979 


No 


n 


c 


c 


Yes 


Yes 




c 


Yes 


ad 


c 


c 


Yes 


Yes 


Washington 


Developmental disabilities 


1981 


Yes 


Broad 


c 


c 


Yes 


Yes 


Family services 


1984 


Yes 


t) 


c 


c 


Ves 


Yes 


Mental health 


1979 


No 




c 


c 


No 


Yes 


Social/health services 


• 1974 


Yes 


Broad 


2.031.146 


c 


Yes 


Yes 



^Children at risk of abuse or neglect 
'^Foster care children 
^Oata una.aiiable 



^Behaviorally or emotionally disturbed children 

^ Broad" idrycu.ig means the program covered the developmentally disabled or ail or most of the fol- 
lowing groups mentally retarded, physically handicapped, chronically til. visually impaired oi blind, 
speech or hearing impaired, behaviorally or emotionally disturbed, abused or neglected, or foster care 
children 

'h/edically or physically handicapped children 
^Chronically or terminally ill children 
''Mentally retarded chi^'jren 
•Other 
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Sumrimry Infomiation About 11 1 State-Fuiided 
Respite Care Programs 



Respite care program officials in the 25 states surveyed identified 111 
state-funded respite c^»re programs. Information we obtained about 
these programs through our survey included (1) eligibility criteria for 
receiving services, (2) types of services provided, (3) fee structures for 
services, (4) service delivery settings, (5) sources of information about 
available services, and (6) provider requirements and state monitoring. 
Following is a summary of the information. 



Eligibility Criteria almost all state-funded programs, eligibility for respite care services 

was based on the age and condition of the disabled child. Families' and 
other caretakers' income was also an eligibility criterion for 32 pro- 
grams. As illustrated in figure III 1, most of the states funded programs 
that offered respite care seivices to families v/ith children who were 
mentally retarded, ctevelopmentally disabled, and behaviorally and emo- 
tionally disturbed. 
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Samnuuy Information About 111 State- 
Funded Respite Cue Programs 



Ninety-seven programs provided respite care services ^'rom the day the 
child was bom. Seventy-one programs discontinued services when the 
child reached age 22, while 29 programs provided respite care 
throughout the child's life. 



Types of Respite Care 
Services 



A variety of respite care services were provided by the 111 state-funded 
programs in fiscal year 1988, as shown in figure III.2. For example, 
71 prof'^'ams provided respite care services in the form of personal care 
service* lat included bathing, dressing, and grooming; meal prepara- 
tion ano feeding; light housekeeping and laundering; shopping; and 
transportation. Also, 59 programs provided respite care services in a 
residential facility designed to provide such services for short intervals. 



Rgur« ltt.2: Typtt of S«rv2cet Provldod 
111 State*Fund»d Respite Care 

Proaram»(FY19d8) 



111 Numbsf ofProQrsms 




TypssofSsMcss 
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Sommiixy InformaUc? About 111 Sute- 
Funded Respite Cure Pn^rmms 



In addition to respite care, 100 state- funded programs provided other 
support services (see fig. IIL3). These include independent living skills 
that helped the children prepare to live on their own; occupational and 
physical therapy administered for msuor limbs and muscles; home 
health care, including nursing and therapy; and child care that provided 
temporary arrangements for the children while the parents worked. 



Figure l)K3: Non-R«tplt« Cart Suppori ■^■■■HMIH 
Strvic«s Providtd by 100 State-Funded 

Prografiia(FY 1988) Wumb«ro(Progr»ii» 



75 




S«rvloM 



Fee Structure for Seventy-nine of the 1 1 1 state-funded programs did not charge familieo 

^PrmPAQ ^^^^^ caretakers for the respite care services provided. Of the 

oerviceb 32 programs that charged a fee, 30 charged parents an amount based on 

a sliding scale. Figure IIL4 shows the various factors used in deter- 
m;n:.ng the f^e. In many cases, the fee was based on a combination of the 
facton\ 
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Summvy InfomiaUoii About 1. ^. Sut«- 
Pojided Respite Care Progrmmt 



Figu/« itt.4: Factors U»«d by 30 Stats- 
Fundad Frograme In D^tamining Sliding 
Scala Faa for Raapita Cara Sarvicaa (FY 

1988) 




/ 



Factom lor Slkfing 8c«l« 



The state-funded respite care programs used one or a combination of 
methods to pay respite care providers for their services. Twenty-three 
programs gave families and other caretakei*s direct cash subsidies for 
respite care services, which alio* ^d them to purchase the services a^d 
other items specifically needed for their child. Seventy-seven programs 
made direct payments to respite care providers, and 48 programs paid 
fiscal agents, who in turn paid the respite care providers. 



Sprvirp Dpli VPrv Seventy of the 1 1 1 state-funded programs offered respite care services 

^ throughout the state, while 41 programs offered services only in specific 

bettings geographic locations. Fiftee.n programs provided services only within 

the pai'ents' or other caretalcor's home; 24 programs provided services 
only in settings located outsidii the child's home; and 72 provided such 
services ir \ oth settings. As illustrated in figure III.5, the o^ U f-home 
settings included state institutions and camps that provided respite care 
for the family and camping experiences for the child. In addition, foster 
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Summary Infonnation About 111 SUte- 
Funded Respite Care Programs 



care homes provided temporary respite care for children along with typ- 
ical long-term foster care. 



Figure III.5: Out-Of-Hcme Settings Used 
by 96 State-Funded Programs to Deliver 
Respite Care Services (FY 1988) 



SS Nuinbsr of ProQiains 



64 




Out-^f-Homo Settings 



Sources of Respite 
Care Information 



Most common among ten principal methods or sources through which 
state-funded programs informed the public about their respite care ser- 
vices were parent organizations, state-level departments, and handi- 
capped advocacy programs (see table IILl). 



ERIC 



P7 

26 GAO/HRD-9(>-125 Overvleif of Respite Cam Pkogrami 



Appendix m 

Sumnuury Information Aboat 111 State- 
Funded Respite Care Programs 



Tabi# Principal Sources of 
Information About Respite Care Services 

(FY 1988) 



Information source 




Number of 
programs 


Parent organizations 




76 


Stateievel departments 




74 


Handicapped advocacy programs 




73 


School district special education programs 




66 


Local public health departments 




61 


Crippled childrens' programs 




54 


Private physicians' offices 




53 


Neonatal hospital units 




52 


Radio, television, newsprint, or other media 




50 


Parent or parent-teacher organizations 




46 



Providpr the 1 1 1 programs, 91 had 9ligibility or licensing requirements for res- 

iTOVluer pjj^ providers. These included age, education, training, and 

ReQUireitientS and licensing or certification by a profession or specialty, such as that 

State Monitoring required for a nurse or social worker. To ensure quality services, 91 pro- 

grams monitored respj'-e care providers by ( 1 ) requiring providers to 
maintain records of services provided, (2) following up with service 
recipients, and (3) making visits to sites where services were provided. 
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Number of State-Funded Respite Care Programs 
Having Certain Provider Eligibility or 
licensing Requirements 




No. of programs havit^q requiroment 



Location of program 


License or 

certificaJon 


Age 


Education 


raining 


Alabama 


1 


0 


0 


1 


Arkansas 


1 


2 


1 


1 


California 


2 


1 


3 


3 


Colorado 


2 


1 


1 


3 


Connecticut 


6 


6 


5 


7 


Florida 


1 


0 


1 


1 


Iowa 


1 


0 


1 


1 


Illinois 


4 


6 


6 


4 


Indiana 


1 


2 


1 


2 


Kentucky 


1 


2 


1 


2 


Louisiana 


3 


3 


2 


2 


Massachusetts 


4 


4 


3 


3 


Michigan 


Q 
O 


A 


U 


3 


Minnesota 


3 


1 


0 


2 


Missouri 


2 


2 


1 


3 


North Carolina 


3 


4 


4 


4 


New Jersey 


3 


3 


2 


3 


New York 


2 


0 


3 


3 


Ohio 


4 


4 


3 


5 


Oklahoma 


3 


4 


3 


4 


Pennsylvania 


1 


1 


1 


1 


Tennessee 


1 


3 


1 


3 


Texas 


2 


1 


1 


1 


Virginia 


0 


0 


0 


1 


Washington 


2 


3 


1 


2 


Totals 


56 


57 


45 


65 



Note Of the 1 1 1 state-funded respite care programs surveyed, 91 had provider eljgibihty or licensing 
requirements; 20 reported no such requirements 
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Results of Questionnaire \dininistered to 
Officials of State-Funded Respite Care Programs 



United Sutcs General Accoontlng Office 



GAO 



Sui-vey of States 



Programs That 
Provide 
Temporary 
Relief Sei*vices 
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Results of Qaesdoniudre Administered to 
OffidiOs of Sute-Fonded Respite Care 
Programs 



U.S. General Accounting office 

Survey of state ProgcacDS that 
Provide Temporary Relief Services 



The U.S. General Accounting Office (GAO) is studying state prograns that either 
primarily or in part serve children age 21 and younger, and as part of their 
services, offer temporary relief to their parents or caretakers. Generally, 
this tent>orary relief or "respite" is provided because the family roenfcers or 
caretakers are under significant stresf. or the diildren are at risk of abuse, 
neglect, or out*of-hoine placement. 

The program shovm on the label above was identified as one program in your state 
that funds or provides temporary relief to parents and caretakers of diildren. 
Please complete this quesLXwnnaire only for the program shown on the label. 
Please return your ccropleted questionnaire in the enclosed pre-*udressed 
business reply envelope within the next two weeks. If you have any questions 
about this questionnaire or our study, please call Tted Boyden on (313) 226-4031, 
Lisa C^rdner on (313) 226-4038 or Annette Graziani on (313) 226-4034. They will 
be glad to help you. Thank you for your assistance. 

Mote: Hie Ubml at Ite top of tbe page siiould cootain tbe aailing m^limi Coc 
this pnqpam. If any infoaatioo on tbe liOiel is inoorrecr^, please makm cbvnes 
to the right of tim •!« 
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Results of Questionnaire Administered to 
Officials of Sute-Funded Respite Care 
Programs 



Bbdogrouod InfbzBatioo 



1. 



Please provide the name, title, 
and telephone nunber of the 
individual we should contact if 
additional information is 
required. 



Name: 
Title: 



3. (Continued.) 



•Telephone 
Nurber: 



2. During your fiscal year (FY) 1988, 
did your program fund or provide 
temporary relief services only or 
was tecDporary relief funded or 
provided in addition to other 
services? (CHECK ONE.) 

During FY 1988, the program... 

1. (10] funded/provided teniporary 

relief only 

(GO TO QUESTION 4.) 

2. (100] funded/provided temporary 

relief in additioo to 

other services 

(GO TO QUESTION 3.) 

3. { 1) Missing 



3. Listed below are additional 

services that programs might fund 
or provide. Please indicate 
whether or not your program 
generally fi'nded or ovided each 
of these ser 'ices c g your FY 
1988. 

(CHECK "YES" OR "NO" FOR EACH.) 



Service 


Yes 
(1) 


No 
(2) 


Mis- 
sing 


3. Independent liv- 
ing skills 


55 


46 


10 


4. '.'tcaie health care 
or nursing serv- 
ices 


51 


49 


10 


5. Medical services 
(i.e., services 
provided by a 
physician) 


45 


56 


10 


6. Occupational or 
physical therapy 


52 


49 


10 


7. Counseling 
(e.g., family, 
individual, 
etc.) 


71 


30 


10 


8. Other (PLE:ASE 
SPECIFY.) 









Note: Now think about your 
prograa's tenfiorary relief 
aervioes. 



4. In what year did your program 
first begin to fund or provide 
temporary relief services? 



Service 


Yes 
(1) 


No 
(2) 


Mis- 
sing 


1. Child or day care 
(e.g., ongoing 
child care) 


39 


61 


U 


2. Homemaker 


47 


54 


10 











19 J I L 

Before 1980 
1980 - 1984 
1985 - 1989 



23 

38 

47 
108 

3 Missing 
TIT 
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Results of Questionnaire Administered to 
Officials of State-Funded Respite Care 
Programs 



5. During your fiscal year (FY) 1988, did your program fund or provide temporary 
relief services throughout your entire state or only in specific geographic 



locations? (CHECK ONE.) 
Services were funded/provided... 

1. 170] throughout the state 

2. (41] only in specific geographic locations 



6. During your FY 1988, did your program < ver conduct outreach {e<g<, ads in 
papers, posters, etc.) to identify parints eligible for tetiporary relief 
services? Mote: if your program conducted outreach for your services, in 
general, including teropora-ry relief services, chec)c the "Ves" box. 
(CHECK ONE.) 

1. 1 47] Yes 

2. I62J No 

3. ( 1] Don't Know 

4. [ 1] Missing 

7. As of your FY 1988, had any state legislation specifically marxiated your 
program to fund or provide temporary relief services? (CHECK ONE.) 

1. 119] Ves 

2. 1 92] No 
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Appendix V 

Results of Quefltioniuiire Administered to 
Officials of Sute-Funded Respite Care 
Programs 



II. lypas of tiHTarary celicf —ivAu a s 
•ad ac^ca dalivKy sttttingps 



We would like to know where parents and caretakers of children could receive 
temporary relief services that were funded or provided by your program during 
your FY 1988. During that year, were your program's temporary relief serv- 
ices delivered 1) only within the parents and caretakers homes, 2) only out- 
side the parents and caretakers homes or 3) in both settings? {CHECK ONE.) 

Services were delivered... 

1. iisJ only within parents/caretakers heroes (GO TO QUESTION 10 ON dagE 6.) 

2. (24] only outside parents/caretakers hones 

> (GO TO QUESTION 9.) 

3. (72 J in botl^ settings 



9. Please consider the settings outaide of parents and caretakers homes where 
your program's ten^rary relief services were delivered during your FY 1988. 
During that year, were your program's temporary relief services 1) generally, 
2) sometimes or 3) never delivered in each setting listed below. 
(CHECK ONE FOR EACH.) 



Setting 


Generally 
delivered 
in 
setting 
(1) 


Sometimes 
delivered 
in 
setting 
(?) 


Never 
delivered 
in 
se:ting 
(3) 


Mis- 
sing 


1. Licensed foster homes 


22 


32 


30 


12 


2. Taroporary relief service providers* 
homes (other than foster homes) 


15 


39 


34 


5 


3. Parent cooperative ("coop"*) metobers' 
homes 


1 


10 


71 


14 


4. Family day care homes 


1 


17 


64 


14 


5. Relatives' hemes 


5 


35 


41 


15 


6. Respite group homes 


7 


27 


51 


11 


7. Crisis nurseries (exclude those loca**!^ 
in a hospital) 


4 


6 


71 


15 













(/.wation 9 is coovMnuad oo page 5. 
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Resulu of QaesdoniuOre Administef.vd to 
OrridMs of SUte-Funded Respite Care 
Prognms 



9« (Continued*) 



Setting 


Generally 
delivered 
in 
setting 

(1) 


SarDetiaes 
delivered 

in 
setting 
(2) 


Never 
delivered 

in 
setting 
(3) 


Mis- 
Sing 


o* Kms9\Ji%j' ..lencea oay core centers 


7 


23 


52 


14 


9» General purpose day caw centers 


8 


16 


58 


14 


10* Tt)erapeutic prescnools 


3 


17 


61 


15 


11* OanDunity residences (e«g*# a residence 
for op^ial needs persons whid) reserves 
teds for overnight or emergency recite) 


4 


40 


40 


12 


12* Nursing l»nes 


2 


11 


70 


13 


13* Badiatric lK>spltals (i.e.^ a hospital 
that usually provides acute or long- 
tezzD care# but also provides overnight 
or emergency recite) 


1 


10 


73 


12 


14* State institutions/schools 


2 


22 


61 


11 


15* Caops 


5 


24 
14 


56 


11 


16* Qiurches/other religious buildings 


0 


69 


13 


17* Public schools 


1 


9 


72 


14 


18* Other (PLEASE SPECIFY*) 
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Appendix V 

Results of Questionnaire Administered to 
OfTlcials of Sute-Funded Pespite Care 
Programs 



10, Listed below are types of temporary relit ^rvices your pcogram OMy hive 



funded or provided during your FY 1988. 
was one your program 1) generally^ 2} som&u 
parents and caretakers during your FY 198b. 



^ indicate whether each service 
s, or 3) never provided to 

CHBCK 0N£ FOR EftCH.) 



Service 


VJtS Pj J» €1 X X J 

provided 
service 
(1) 


provided 
service 

(2) 


Never 
provided 
service 

(3) 


Mis- 
sing 


1. Sitte: services (i.e., ten^rary child 
care) 


32 


40 


29 


10 


2. Conpanionship (e.g., mentors, 
brothers," etc.) 


9 


28 


64 


IC 


3. Personal care 


40 


31 


31 


9 


4. Canning experiences 


7 


40 


54 


10_ 


5. Social or recreational programs 


17 


38 


49 


7 


6. Short-tecn residential care 


24 


35 


42 


10 


7. Other (PLEASE SPECIFY.) 










8. Other (PLEASE SPECIFY.) 








9. Other (PLt^E SPECIFY-) 










10, OL^r (PLEASE SPECIFY.) 









11, During your FY 1988, did your program offer parents and caretakers 

transportation services between their homes and the settings t4iere ttarporary 
relief services were provided? (CHECK ONE.) 

1. Yes 

2. 161J NO 

3. ( U Missing 
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Results of QuesUoniudre Administered to 
Oflldals of Sute-Fiinded Respite Care 
Programs 



III. Eligibility foe tm^mxy relief Mzvioos 



Additiooal lostxuctiocv 

'i^ would like to know what eligibility criteria parents and caretakers of 
children oust ineet to receive temporary rUief services throuch your program. 
We recognize that your program could: 

1) only have general criteria to receive iervicer, that would include 
teniporary relief, 

2) only have criteria ^)ecific to rec-jiving ten^xjrary relief, or 

3) both have general criteria and cliteria specific to receiving tenporary 
relief. 

When answering questions 12 to 15 that follow, please consider MX of your 
progr2iD's eligibility criteria, whether they uere general or specific to 
temporary relief services. 



12. During your FY 1988, did parents 
and caretakers of children have to 
be focnally referred to your 
program to receive tenporary 
relief services or could they 
directly request services? 
(CHECK ONE.) 

To receive services, 
parents/caretakers. . . 

1. (29) bad to be formally 

rafarrad to the program 

2. (80i ould cither be re tf errad 

or nquaat services 
from the program 
3« ( 2j Missing 



13. Oiring your FY 1988, for what age 
children did your program accept 
parents and caretakers of child- 
ren for temporary relief serv- 
ices? 



From birth to 
OR 

From age 



14. 



to 



[Xiring your FY 1988, did your 
program have an incoroe ceiling 
above which a parent or caretaker 
of cnildren woi*H be ineligible 
for temporary relief services? 
(CHBCK ONE.) 

1. (16^ Yes 



2. '^4 No 

3. ( 1) Hissing 
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R«ffulu of Q*:Mtionn«ire AdnUnUtered to 
omdals of Sute-Funded Respite Care 
Programs 



15. we would like to know vihat condition oc conditions childcen wece raqaind to 
hav^ foe thcic parents to be eligible foe tanpcrary relief services during 
your FY 1988. 10 be eligible for those services, did a child to have 
any of the conditions listed below? (CHECK "YES^ OR "l*^ FOR EACH.) 



Did the child have to be<«. 


Yes 
(1) 


(to 

(2) 


Kis- 
sing 


1« dev^Uopnentally disabled (Please use E\2blic Law 
95-632 definition. Include autistic children)? 


45 


65 


1 


2. behaviorally or enotionally disturbed? 


30 


SI 




3. mentally retarded? 


38 


73 




4. medically handicapped (e.g., requires the services 
of a licensed nurse or home health provider as an 
alternative to out-of*home placement)? 


26 


85 




S. physically handicapped (e.g., has limited strength, 
vitality, or alertness due to an acute ^r chronic 
health problem)? 


25 


85 


1 


6. chronically ill? 


17 


94 




7. tenninally ill? 


14 


97 




8. foster children? 


16 


94 


I 


9. teen parents? 


2 


105 


4 


)0. protected by Child Protective Services? 


15 


95 


1 


11. at risk of abase or neglect (not protected by 
Child protective Services)? 


21 


89 


1 


12. other (PLEASE SPECIFY.)? 
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RcsttlU of Questionnaire Administered to 
Oflidals of Sute-Funde 1 Respite Care 
Programs 



Listed below arc* sources through which ^rograna might tell parents or 
carecaters about tewporary* relief services, Ouriwj your FY I988r did your 
program 1) generally, 2) sometimes, or 3) never use each source listed below 
to tell parents about your temporary relief services? (CHiX3C ONE FDR EACH,) 



Source 


Generally 
used 
Source 
(1) 


Sometimes 
used 
source 
(2) 


Never 
used 
source 
(3) 


1 Missing, 
Dot\'t 
Know 


1. Neo-natal ho^ital units 


13 


39 


43 


o/\f" 


2. hosing Associations 


9 


31 


52 


0/19 


3. School district ^secial education 
progress 


19 


47 


34 


O/ll 


4. local public health departments 


18 


43 


38 


0/12 


5. Private physicians 'off ices 


7 


46 


43 


0/15 


6. I^rent organizations 


32 


44 


27 


5/3 


7. Handicapped advocacy prograns 


28 


45 


32 


4/2 


8. Crippled childrens* programs 


24 


30 


41 


9/7 


9. RadiOf televisionr newsprint, other 
media 


18 


32 


50 


6/5 


10. Other state lovel departments 


30 


44 


28 


6/3 


11, Parent or parent teacher organizations 
(e.g, PTAs, etc.) 




32 


50 


10/5 


12. Clergy 


4 


35 




9/7 


13. Civic associations 


7 


30 


58 


9/7 


14. Infoimal neighborhood groups or 
associations 


8 


35 


53 


9/6 


15. Other (PLEASE SPDCIFV.) 






— i 
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ResttlU of Questionnaire Administered to 
Officials of Sute-Funded Respite Care 
Programs 



IV. QicDt oosta Cor aacvioas 



JkUlticnal Instructions 

We would like to know t4)ether your program charges parenns ard caretakers 
for tflCDporary relief services &.id what factors are considered when detemin-- 
ing what parents will pay for these services. Wa recognize that your progr«o 
could: 

1) charge for services in general, including taT()orary relief, 

2) only charge for '^iBporary reliei scrvioas, 

3) charge both for services in Qex>er^i and specifically for ten^rary relief, 
or 

4) not charge parents for any services* 

When answering questions 17 to 19 that follow, please consider MX. fees 
parents and caretakers paid to receive services through your program during 
your rj 1988, whether they were fees for services, in general, or specific- 
ally for temporary relief. 



17. During your FY 1988, did your progrdro charge any parents for terrporary relief 
services? (CHECK OWE.) 

1. [32) Ves (00 TO QUESTION 18.) 

3. (79) No (00 TO QUESTION 20 ON PAGE 12.) 



18. Please indicate which statement below best describes how your program charged 
parents and caretakers for temporary relief services during your FY 108C. 
(PLEASE REVI'M EACH STATB^PiT, IHEN CHEXaC ONd.) 

1. [2) All parents were charged the no* amount for services (e.g.. a £lat 

fee) (00 TO QUESTION 29 ON PAGE 12.) 

2. [ o) Sam parents were not charged for servi'^es, all otitxsc parents were 

charged the asMr amount (00 TO QUESTION 19.) 

3. [30) Sam parents were not charged for services, ottiec parents were 

charged diffiawt amounts basod on a si^dxi*^ scale 
(00 TO QUESTION ^9.} 
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Results of Questionnaire Administered to 
Officials of State-Funded Respite Care 
Pro^tuns 



19. We aze interested in how you decided how much or whether to charge parents 
and caretakers for tenjporary relief services. CXuring your FY 1988 r did you 
consider each factor belcw when making that decision? 
(CHECK "YES" OR '^N0»' EX)R EACH FACTOR.) 



Factor 


Yes 
(1) 


No 
(2) 


Mis- 
sing 


1. Family income 


26 


2 


2 


2. Eamily assets 


12 


15 


3 


3. Family expenses 


16 


11 


3 


4. Size of family 


21 


5 


4 


5. Type of service requested 


13 


12 


5 


6. ^MDber or frequency of services requested 


12 


13 


5 


7. Condition of child for which services were requested 


5 


21 


4 


8. Number of children for which services were requested 


14 


13 


3 


9. Other (PLEASE SPBCIPY.) 


— i 
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Results of Quesdontudre Administered to 
Officials of Sute-Funded Respite Care 
Programs 



V. SUgibUity xsgpireants foe taiCKmy xttlisf 
service pcovidM» aad ■ooitoring 



20. During your FY 1988, did your program have any eligibility or licensing 
requirenents for the people who actually provided temporary reJiel services 
(e.g., nurses, heme health aides, etc.)? (CHECK ONE.) 

1. [91) Yes (GO TO QUESTION 21.) 

r. [20) No (GO TO QUESTION 22 ON PAGE 13.) 



21. lasted below are types o£ eligibility or licensing requirements. During your 
FY 1988, did any of the people who provided your program's tooporary relief 
services have to meet any of the requirecoents below. 
(CHECK YES OR NO FOR EACH.) 



Oid any tasfwrary relief providers have to... 


Yes 
(1) 


No 
(2) 


1. be licensed/certified in a specialty (e.g., a licensed 
practical nurse, registered nurse, foster parent, etc.) 


56 


35 


2. be of a certain age (e.g., must be 21 years of ege) 


57 


33 


3. have a specific amount or kind of education 


45 


44 


4. have a ^)ecific amount or kind of training 


65 


25 



5. Other (PLEASE SPECIFY.) 



6. Other (PLEASE SPECIFY.) 



7. Other (PLEASE SPECIFY.) 
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Results of Questioiuudre Administered to 
Omdals of SUte-Funded Respite Care 
Programs 



22. During your FY 1988, did your program ever monitor t€n|»rary relief service 
providers (e.g., make site visits , review reports, etc.) Itot»: If your 
program monitored temporary relief providers as part of a gew-^ral monitoring 
effort, d)ec)c the -Yes" box. (CHE)CK ONE.) 

!• 191] ies (GO TO QUESTION 23.) 

2- (laJ No (GO TO QUESTION .4 ON PAGE l4.^ 
3, ( 2) Missing 

23. Listed below are methods that could be used to monitor tenporary relief 
providers. Please indicate whether or not your program used each method 
during your FY 1988. (CHECK ONE FOR EACH.) 



Method 


Yes 
(1) 


to 
(2) 


Mis- 
sing 


1* Requircu providers to submit reports 


68 


22 


3 


2. Made sit;i visits where services were provided 


71 


19 


3 


3. Made site visits to service providers' adtainistrat- 
ive offices 


55 


34 


4 


4. FOllowed-up with parents who received services 


76 


15 


2 


5. Required provider? to maintain records of services 
provided 


80 


11 


2 


6. Other (PLEASE SPECIFY.) 
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Results of QuiStior.. **xe Administered to 
OmdAls of SUte-F a. ded Respite Care 
Programs 



VX. Rnling 



24, Please record your program's tx)tal expeodltures for teoporary relief service 
for your FY 1988. Also, please record about lv>w much of the expended funds 
were frcn each of the sources listed below (e.g. federal, state, etc.)? 
(Please consider all direct and indirect expenses, e.g., personnel, overhead, 
etc. and record actual nusbers or reasonable estimates; if necessary, record 
a percontags. If infonnation is unavailable, dbeck the Don't know **0/K** 
box*) 





Dollars 
E^cpended 


Per- 
centage 


0/K 


1. Tbtal FY 1988 expenditures for your 
tepocarr sftU«C aKvicaB 


$ 


******* 
******* 




a. F\ideral government funds 


^ 6,710,000 


I 




b. state government funds 


$ 76,320,000 


% 




c. Local govemnent funds 


$ 250,000 


% 




d. Fees fron parents 


$ l^o,ooo 


% 




e. Other (?LEASE SPBCIFY.) 


$ 400,000 


% 




Note: The total of la - le should equal 
'*1 - Tbtal FY 1988 expenditures for 


$83,870,000 


100% 





25. During your FY 1388. vsis tnere a "cap" on the total 2vacunt of funds that your 
program had available tor temporary reliri services? (CHECK ONE.) 

1. [71] Yes 

2. (37] No 

3. [ 3] Missing 
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ResulUof Quettionn Ire AdminlBtered to 
OffldaU of SUte-Fimded Respite Care 
Progimmt 



26* W9 would like to know how your program paid providprs for temporary relief 
•ervices during your FY 1988. Please indicate if your program 1) generally, 
2) sometiioes or never used each method listed below to pay providers for 
tenporary relief services during your FY 1988* {CHECK ONE FOR EACH.) 



Method 


Generally 

used 
method 
(1) 


Sometimes 
used 
method 
(2) 


Never 
used 
method 
(3) 


Mis- 
sing 


1. Give pa. ' ts and caretakers cash 

subsidieti to purdiase tenporary relief 
services. 


10 


13 


81 


7 


2. Ditv'^ly paid providers of tonporary 
relief services. 


62 


15 


29 


5 


3. Provided money to a fiscal agent that 
paid providers. 


37 


11 


57 


6 


4. Other (PLEASE SPECIFY.) 
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Results of Questionnaire Administered to 
Omcials of SUte-Punded Respite Care 
Programs 



VII. Choractecistics of people served 



27. We would like to know what kinds of infonnation states maintain on people 
that request or receive temporary relief services. Does your program have 
any data on the t$Mb&c of people who request^ or received ten^rary relief 
services during your FY 1988? (CHOCK ONE.) 

1. 176J yes (GO TO QUESTION 28.) 

2. l35j rto (GO TC QUESTION 31 ON PAGE 17.) 



28. Please record the information requested oelow for your FY 1988. I£ oooe, 
enter a "ff." It you caaoot pcovide a reasonable estioate, cback the ^Ooo't 
know" box. 



Ir» total, how many... 


Nunber 


Don*t Know 


a. Families requested ten^rary relief 
services from your program? 


10,163 
5,249 




b. Chillren were in these families? 




c. Families reoeivbd temporary relief 
services? 


45,712 


d. Children were in these families? 


29,309 











29. Does your program have any inl mation on the charac±aEi8tic8 (e.g., race, 
income, etc.) of the families who requested OR received temporary relief 
services (e.g., the families you recorded for question 28a or 28c above)? 

1. [46] Yes 

2. [29] No 

3. [ 1] Missing 



30. Does your program have any information on the c^ractecistics of the children 
in families who reoeived services during FY 1980 (the children entered m 
item 2Bd above)! 

1. (49] Yes 

2. (29J No 

3. ( 1) Missix^ 
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Resulu of Questionnaire Administered* to 
OfllcUls of SUte-Funded Respite Can^ 
Programs 



31, tXiring your FY 1988, did your program ever refer any families to other 
programs for ter^x-xary relief services? (CHEXn^ ONE,) 

1. (77) Yes (GO TO QUESTION 32,) 

2. (28) No (GO TO QUESTION 33.) 

3. ( 6] MissilKT 



32. Usted below are reasons why programs might refer parents or caretakers to 
other programs for tectporary relief services. Please consider the parents 
and caretakers ^-our program referred to other programs for temporary relief 
services during your FY 1988. About what proportion of these parents and 
caretakers did your program ^fer for each reason below? (If necessary, 
please use the Don't know "O/IC box,) (CHECK ONE FOR EfX:HO 



Reason for referral 


All or 
almost 

all 

(I) 


Most 
(2) 


About 
half 

(3) 


Some 
(4) 


Few 
or 

none 
(5) 


I. E^rents/caretakers were 
ineligible for services 


7 


4 


1 


20 


27 


2. I^ents/careu^kers had special 
service needs .^or temporary re- 
lief (e.g., child had a partic- 
ularly disabling or unique 
condition) 


4 


4 


1 


26 


25 


3. Parents/caretakers requested 
more services than were avail- 
able through program 


6 


5 


2 


31 


16 


4. Nmber of parents/caretakers 
requesting services was greater 
th£:i the supply of services 


10 


10 


3 


IC 


25 


5. Otlier (PLEASE SPECIFY.) 













D/K 
(6) 



Mis- 
Sing 



24 



23 



23 



19 



33. CXuring your FY 1988, did yooc program ever maintain a waiting list of 
families that requested temporary relief services? (CHECK ONE.) 

1. (40) Yes (GO TO QUESTION 34.) 

2. (69) No (GO TO QUESTION 37 ON PAGE 19.) 

3. ( 2] Missing 
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ResulU of QuesUcnnaire Administered to 
Omdals of Sute*Piinded Respite Care 
Programs 



34. Daring your FY 1988i in total, about how oiany families were ever on your 
waiting list for tertporary relief sei ices? (If you cannot provide an exact 
nunber or a reasonable estimate, please check the Oon*t know box.) 

3,671 J^ilies on a waiting list 



OR ( ] Don't know 



35. Please considei: the families you recorded in question 34 above. On average, 
how many weeks did these parents remain on your waiting list before receiv- 
ing temporary relief services? (if you cemnot provide an exact nunber or a 
reasonable estimate, please check the Don't know box,) 



OR ( ] Don't kno*^ 

36. As of your FY 1988, did any state legislation limit the nun^ser of families 
that could receive your program's tanporary relief jervxces? (CHECK ONE,) 

1- ( 5) Ves 

2. (36) No 

3. I U Missing 



Average number of weeks 
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OmdftU of Sut«-Funded llespite Care 
Programs 



VIZZ. OOmt 

37. H»v« any studiM beon conducted on the effectiveness of your tercporary 
relief service in meeting your progran^s objectives (e.g., reducing stress 
or abuse, Iceeping fao:.lies together, etc,)? (CHEX:k (X^E,) 

1. P4] yea (PLEASE SEND US A COPY OF MTi SUCH STUDIES,) 

2. 135] rto 

3. [ 2) Missing 

38. Ooea your progracn have a list of your temporary relief service provider?? 
(CHBCIC CWE.) 

139 J Yes (PLEASE SEND US THIS LIST TO HELP US IDENTIFY UXhL LEVEL 
CCNIACTS FOR A NATIONAL DIRE3CTORY OF PROVIDERS.) 

2. [70J WO 



3. ( 2) Hissing 



39. Please use the space below for any additional corenents you might have on 
t«sporary relief aerviceSr this questionnaire or our study. 
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Number of Local Chapters of National 
Organizations With Respite Care Programs, 
by State(FY 1989) 



United 



State 


National 
ca8t9<^ 
Seal 
Society 


Camp 
Fire" 


Cerebral 
Palty 
Asftoc'ation, 
Inc. 


National 
Oowft 
Syndrome 
Society 


The National 
Council on 
Aging, Inc.^ 


Visiting 
Nurse 
Association 
of America 


Total 


Alabama 


1 


1 


4 


0 


0 


1 


7 


Alaska 


0 


0 


0 


0 


0 


0 


0 


Arizona 


0 


0 


0 


0 


0 


0 


0 


Arkansas 


1 


0 


1 


0 


0 


1 


3 


Catifornia 


1 


9 


5 


1 


2 


7 


25 


Colorado 


0 


3 


0 


0 


0 




7 


Connecticut 


1 


1 


0 


0 


1 


0 


3 


Delaware 


1 


0 


1 


0 


0 


1 


3 


District of Columbia 


* 


0 


0 


0 


1 


"V 


3 


Florida 


0 


5 


3 


2 


1 


9 


20 


Georgia 


0 


2 


1 


0 


0 


_ 


4 


Hawaii 


3 


0 


1 


0 


' " 0 ' 




4 


Idaho 


0 


1 


0 


0 


0 


0 


1 


Illinois 


2 


5 


2 


0 


0 ' 


6 


15 


Indiana 


0 


2 


0 


0 


0 


5 


7 


Iowa 


2 


3 


0 


0 


0 


'o 


5 


Kansas 


0 


•1 


0 


0 


6 


0 


1 


Kentucky 


1 


0 


0 


0 




1 


2 


Louisiana 


1 


3 


1 


0 


0 


^ o~ 


" 5 


Maine 


0 


2 


1 


0 




1 


4 


Maryland 


0 


2 


2 






0 


4 


Massachusetts 


0 


7" 


0 


0 


0 


3^ 


4 


Michigan 


1 


4 


1 


0 


0 


7 


13 


Minnesota 


0 


3 


0 


0 


0 


d 


3 


Mississippi 


0 


0 


_ 0 


0 


0 " 


0 


0 


Missouri 


0 


1 


1 


0 


0 


5 


7 


Montana 


0 


0 


0 


' o' 


d 


0 


0 


Nebraska 


0 


1 






1 


1 


3 


Nevada 


1 


0 




0 


0 


o" 


2 


New Hampshire 


1 


1 






0 


1 


3 


New Jersey 


0 


1 


3 




0 ~ 




6 


New Mexico 


0 


1 


0 


0 


0 


0 


1 


New York 


1 


3 


8 


2 


0 


4 


18 


North Carolina 


2 


0 


0 


0 


0 


0 


2 


North Dakota 


1 


1 


0 


0 


d 


0 


2 


Ohio 


4 


1 


2 


0 


1 


^ 2 


10 


Oklahoma 


0 


1 


0 


0 


0 " 


1 


2 
















(continued) 



ERIC 



Page 49 



50 



GAO/'TU)-90-125 Overview of Respite Care Programs 



Appendix VI 

Nomber of Local Chapters of National 
Organizatioiu With Respite Care Prognuns, 
bySute(FYld89) 



State 


National 
Easter 
Seat 

Society 


Camp 
Fire* 


United 
Cerebral 
Palsy 
Association, 

Inc. 


National 
Down 
Syndrome 
Society 


The National 
Council on 
Aging, tnc.^ 


Visiting 
Nurse 
Association 
of America 


Total 


Oregon 


2 


4 


0 


0 


0 


1 


7 


Pennsylvania 


1 


3 


4 


0 


0 


8 


16 


Rhode Island 


0 


1 


0 


0 


0 


2 


3 


South Carolina 


0 


0 


0 


0 


0 


0 


0 


South Dakota 


1 


C 


0 


0 


0 


0 


1 


Tennessee 


1 


1 


1 


0 


0 


2 


5 


Texas 


1 


9 


0 


0 


1 


5 


16 


Utah 


1 


0 


1 


0 


1 


1 


4 


Vernnont 


0 


1 


0 


0 


0 


0 


1 


Virginia 


3 


1 


0 


0 


0 


0 


4 


Washington 


0 


10 


0 


0 


0 


1 


11 


West Virginia 


0 


0 


0 


0 


0 


0 


0 


Wisconsin 


1 


0 


6 


0 


1 


3 


11 


Wyoming 




1 


0 


0 


0 


0 


1 


Puerto Rico 


0 


0 


0 


0 


0 


0 


0 


Totals 


37 


90 


50 


5 


10 


87 


279 



•Special Sitters Program 
"Family Friends Program 
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Appendix V II 



Federal Respite Care Grants Awarded, 
by State (1983-89) 



State 



Alabama 



Department of Health and 
Human Services 
Under P.L 99-401 

Section 204* Section 203^ 

0 1 



Alaska 

Arizona 

Arkansas 

California 

Colorado 

Connecticut 

Delaware 

District of Columbia 
Florida 



Georgia 
Hawaii 



Idaho 
Illinois 
Indiana 



Iowa 



Kansas 



Kentucky 

Louisiana 

Maine 

Maryland 

Massachusetts 

Michigan 



Minnesota 
Mississip pi 
Missouri 
Montana 



Nebraska 
Nevada 

New Hampshire 
New Jersey 
Ne w Mexic o 
islew York 
North Car olin:» 
Nor th Dakota 
Ohio ^ 
Oklohoma 
Oregon 



0^ 

1 

1 

c 

\ 
1 

0 
0 
1 

0 

1 

2 
1 
1 
1 

0 
0 

\ 

0 

1 

0 
1 

0 

o" 
1 
0 
0 
1 

0 
1 

I 

0 
2 
1 
1 
1 
1 



0 
0 
1 
1 
1 
1 
1 

0 
2 

i 
1 

0 

1 

0 
0 
1 

0 
0 
0 
0 
2 
1 
0 

1 
1 

0 
1 

0 
1 
1 

0 

1 

o 

0 
1 

0 



other* 

0 
1 

0 
0 
1 

1 

0 

1 
1 

0 
0 
0 
0 
0 
0 
0 
0 
0 
G 
1 

6 

2 
0 
0 
" 0 
0 
0 
1 
0 
0 

6 
1 

3 
0 
0 

~y 

0 



Department 
of Education 

0 

0 
0 
0 

' 1 

0 
0 
0 
1 

0 
0 
0 
0 
0 
0 
0 
0 
0 
0 
0 

b 
1 

0 
0 
0 
0 
0 

o" 

0 

0 
0 
0 
0 
0 

o" 

0 

"o 



Action 

T 

0 
0 
0 
0 
0 
0 
0 
0 
0 
0 
0 
0 
0 
0 
0 
0 
0 
0 
0 
0 
0 
0 

6 
b 
6 

0 
0 
0 

" " 0 

0 

1 

A 

0 



ToUif 

i 
1 

'i 

5 

2 
2 
2 
3 
1 
2 
2 
2 
1 
1 
1 

1 
1 
1 
5 
2 

1 
2 
0 
2 
1 
1 
2 
2 
5 
4 
2 
1 



0 2 

0 " ~ 1 
(continued) 
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Appendix Vn 

Federal U/tgpiXe Cam Gnnts Awarded, by 
Stjtte(19SM9) 





Department of Heahh and 
Human Sen^s 
Unoer P,U 99-401 




Department 
Of cciucaii^in 


Action 


lOiai 


1 II lo y 1 vui iici 


1 1 

1 } 


n 
u 


u 


U 




Rhode Island 


1 1 

1 1 


n 
u 


u 


U 




South Canttina 


1 n 


n 


u 


u 


1 


South Dakota 


0 0 


0 


0 


0 


0 


Tennessee 


0 2 


0 


0 


0 


2 


Texas 


1 1 


0 


0 


0 


2 


Utah 


1 0 


0 


0 


0 


1 


Vermont 


0 1 


0 


0 


0 


1 


Virginia 


0 1 


0 




0 


1 


Washington 


1 0 


1 


0 


0 


2 


West Virginia 


0 0 


0 


0 


0 


0 


Wisconsin 


1 0 


1 


0 


0 


2 


Wyoming 


0 0 


0 


0 


0 


0 


Puerto Rico 


2 0 


0 


0 


0 


2 


Totals 


35 32 


15 


3 


1 


86 



*Cfisis nursery grants. 

'^Grants for temporary child care for handicapped and chronically il' c!i}!drtn 

^Grants awarded by HHS's Administration on Developmental Disabilities and Administration for Chil- 
dren. Youth, and Families, both under the Office of Human Development Services 



53 



^ Page 52 GAO/IIRD-SO-1 25 Ov-»rview of Respite Care "Programs 

ERLC 



Appendix Vill 

Goniments From the Department 
of Health and Human Services 



i4- 



'^1 

DEPARTMENT Of HEALTH ^ HUMAN SERVICtS Oif.ce oi miPecjor General 



\V«ningJon OC 202 J^ 



JUL S 1990 



Mr. Fran^i.in Frazier 

Director, Income Security Issues 

Jnited States General 

Accounting Office 
Washington, D.C. 205^8 

Dear Mr. Frazi'-'r: 

Enclosed are the Department's comments on your draft report, 
"Respite Care: An Overview of Federal, Selected State, and 
Private Programs.** The comments represent the tenti-tJve position 
of the Department and are subject to reeva?uation when the final 
version of this report is received. 

The Department appreciates th opportunity to comment on this 
draft report before its publication. 

Sincerely yours. 



v^-^^chard . . Kusserow 
V-^nsj/ector General 

Enclosure 
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Appendix Vm 

Commenu From the Department of H^elth 
and Human Services 



fPHMgyrS CE_THE DEPARTMENT OF HEALTH AKD HUMAN SERVICES QM 
THE 0>8, Gh NERAt ACCOUNTIHQ OFFICERS REPORT. »>RE8PITB CAilB; 
AN OVERVIEW OF FEDERAL, flELECTBD STATE. AND PRIV>TE Pfi OORAMStt 

(GAO/HRD"90--12£> 



Generally, v# agree with tha information and suggestions in the 
r«*port for improving raspita cara services. Although data on the 
use and availability of respite care services are limited, it is 
clear that there is a need and a demand for those services. 

under Public Law 99- 401, the Temporary child Care and Crisis 
Nurseries Act, and Piiblic Law XOl-127, the children with 
Disabiliti-' Temporary care Reauthorization Act of 1989, the 
Office of Human Development Services (OHDS} has funded 67 
demonstration grants in fiscal years (FY) 1988 and 1989 and 
expects to make additional grant awards in FY 1990. The purpose 
of these projects is to provide respite care to disabled 
children; children with chronic or terminal illnesses; and abu5>ed 
and neglected children, including those at risk of abuse and 
neglect. Public Law 101-127 also requires states to begin d'-ta 
collection as a step toward evaluating the effects of respite 
cere programs, m addition, the 19J8 and 1989 projects which 
OHDS funded are voluntarily participating in an independent 
assessment wi^ich should be completed by the end of 1990. At that 
time, 0HD8 will be able to provide some basic program data, with 
the expectation of a more complete evaluative capability in 
fiscal year 1992 when the laws data collection requirements have 
taken full effect. 

The draft report acknowledges t2>at Information on respite care is 
limitec' regarding the supply of r rvices available, the number of 
faiillies served, the extent of uii-i»t domand for services* and the 
efficacy of the services rendered. The draft report's 
suggestions for improving services should be contingent on the 
availability of additional dat» before formulating public 
policies. 



no 
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Appendix IX 

MEijor Contributors to This Report 



„ P David P. Bixler, Assistant Director, (202) 275-8610 

Human KeSOUrceS Oaniel M. Brier, i^^ssistant Director 

Division, Patricia A 'e. Assignment Manager 

Washington DC Joanne K akel, Technical Advisor 



Detroit Regional Office 



William F. Laurie, Evaluator in-Charge 
Theodore F. Hoyden, Site Senior 
Lisa P. Gardner, Staff Evaluator 
Annette S. Graziani, Staff Evaluator 



5G 
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